Purpose: To understand the experience of drug-resistant epilepsy in patients from Argentina, a developing nation. Method: A qualitative approach using semi-structured interviews was used to gain an in-depth and contextual understanding of the perspectives of 20 patients with DRE. Data collection and analysis were followed by an inductive and interpretive approach informed by the principles of thematic analysis. Results: Six main themes emerged: 1) Characteristics of the illness, including seizure features -unpredictability, presence of auras, physical and cognitive consequences-and how patients relate with the use of antiepileptic drugs; 2) interactions with health system, regarding the features of the Argentine's health system, and patient's health-seeking behaviours; 3) beliefs about the illness, including psychosocial, biological and folk explanatory models; 4) beliefs about how other people perceive them, which included prejudice, responsibility and overprotection; 5) self-perception, and 6) impact of the illness on their activities. Conclusions: This information might be useful to help in the development of a conceptual model of the impact epilepsy on patients' lives. Many of the topics mentioned as relevant in Argentina coincide with those highlighted in studies that were carried out in first-world countries. However, additional topics were also reported including the role of traditional healing in health-seeking behaviour and explanatory models of illness. It is important to understand these perspectives to develop appropriate psychosocial interventions for this specific population.
Introduction
Worldwide, an estimated 60 million people have epilepsy [1] . Approximately one-third of people with epilepsy (PWE) do not respond satisfactorily to antiepileptic drugs. When more than two combinations of antiepileptic drugs have been tried without satisfactory response, patients are considered to have drug-resistant epilepsy (DRE), which has a significant impact on their lives [2, 3] .
In recent years, researchers have highlighted the importance of considering patients' perspectives in evaluating the outcomes of medical treatments [4] . This is particularly relevant for chronic conditions, such as DRE. It is possible that professionals' perspectives on what is important for treatment may differ from patients'. For example, some authors have found that the frequency of epileptic seizures -one of the main objectives of pharmacological treatments -may not be the variable that has the greatest impact on patients' lives [5] . Instead, psychiatric comorbidities, secondary effects of medication, or the sense of lack of control over their own lives could have more significant effects on their quality of life [6] [7] [8] [9] . In a previous report published by our research team, significant differences regarding the patients' perspectives about their quality of life and the physician's assessment of their general functioning were found [3] . Some authors argue that if physicians fail to consider patients' perspectives, the doctor-patient relationship could be affected [10] , and treatment compliance may be at risk [11] . Improving doctor-patient communication could help the patient feel more understood and improve treatment outcomes.
Patient reports, which represent the "voice of patients" in treatment outcome evaluations, are often assessed through semi-structured questionnaires, analysed quantitatively [12] . However, questionnaires may be difficult to apply in cross-cultural contexts, due to translation errors, lack of validated versions, or differences in response styles [13] . For these reasons, it is useful to use qualitative methods, to understand and interpret the perspectives and beliefs of patients "in their own words", without restricting their comments to topics predetermined by professionals [14] [15] [16] .
In a systematic review of 18 qualitative studies, Kerr and colleagues [7] developed a conceptual model in which they identified 24 categories relevant to the impact of epilepsy on the lives of adults, adolescents and children. This conceptual model allows treatment to focus on different, and perhaps more relevant, targets. Their review focused on qualitative studies about patients' perspectives on their epilepsy, conducted in developed nations worldwide. The authors specifically decided not to include developing nations in their review. Besides, only one of them focuses specifically on DRE [17] . Since 80% of PWE live in developing countries [18, 19] , and between 20 and 40% of patients with epilepsy have DRE [20] [21] [22] , a significant gap in understanding remains. The goal of this paper is to add information about patients' perspectives on DRE from a developing nation, specifically Argentina, to help in the development of a conceptual model of the impact of this illness on patients' lives.
Methods

Recruitment and sampling
Adult patients (> 18 years) with DRE admitted to the video-electroencephalography (v-EEG) units at Ramos Mejía and El Cruce Hospitals between November 2015 and May 2016 were invited to participate. Patients were admitted to confirm the diagnosis of epilepsy and to determine the possibility of surgical treatment. They all underwent a complete clinical protocol, which included neurological, neuropsychological, neuroimaging and psychiatric assessment. Ramos Mejia Hospital is located in the city of Buenos Aires, whereas El Cruce Hospital is located in Florencio Varela, a low-income suburb outside the city. Both are public general hospitals and referral centres for epilepsy. Patients were excluded if they did not have seizures during a five-day v-EEG, if they had non-epileptic seizures, if their IQ was less than 85 according to the Wechsler Intelligence Scale for Adults [23] , or if they were in a severe psychotic episode at the time of the evaluation [24] .
Of the 42 patients admitted to both v-EEG units during this period, 22 were excluded because 12 were found to have psychogenic nonepileptic seizures, 5 did not have a seizure while monitored, and 5 earned an IQ that fell below a standard score of 85. Ultimately, 20 patients were included.
The ethics committees of both hospitals approved this investigation. All of the patients signed informed consents. Pseudonyms were used to ensure anonymity.
Data collection
A qualitative method using semi-structured interviews was chosen to gain an in-depth and contextual understanding of the patients' perspectives of their illness. We used the Spanish version of the McGill Illness Narrative Interview Schedule (MINI) [25, 26] . This was edited into Argentine Spanish by the first author (MS), i.e. social and regional variations of Spanish language in this context were considered. This interview explores the patients' narratives of their disease, focusing on their personal and clinical experiences [25] . It has a specific section about the impact of the illness on their lives, but on analysis, many interesting details derived from other sections of the interview as well.
Some of the questions corresponding to each section of the interview are listed in Table 1 .
Data analysis
Data collection and analysis followed an inductive and interpretive approach, informed by the principles of thematic analysis [27] . Data analysis was assisted by use of the qualitative data analysis package Atlas.ti. First, researchers listened repeatedly to the original audios and read the verbatim transcripts. Next, they generated initial codes and grouped them into themes. The relevance of the fragments corresponding to each code was discussed in order to achieve consensus and agreement from the members of the research team.
Results
Twelve men and eight women, with ages ranging from 22 to 52 (mean 32.8), participated. Fourteen were Argentinian, three were from Paraguay, two were born in Bolivia and one in Peru. Fourteen lived in Buenos Aires and its suburbs; six lived elsewhere in Argentina. Nine were unemployed; five were day labourers, working off the books without state benefits; two were university students; one worked inside her home; one was a fire-fighter and two were self-employed. Patients' first epileptic seizure occurred between 1 and 26 years of age (mean 12.1 years). Sociodemographic characteristics of participants are shown in Table 2 .
Life impact of epilepsy
Six themes and 36 subthemes emerged: Characteristics of the illness; interactions with the health system; beliefs about the illness; beliefs about how other people perceive them; self-perception, and impact of the illness on activities. Themes, subthemes and illustrative quotations are listed in Table 3 .
Characteristics of the illness
Many patients said the unpredictability of their seizures had an impact on their lives (A.1.1). Patients also described the features of their seizures, including the presence or absence of auras (A.1.2), and whether they lose consciousness or not (A. 1.4) . Many underscored the physical consequences of the seizures, such as headache or fatigue (A.1.5). Patients also said they had problems with concentration and memory in their everyday life (A.1.6). Secondary effects of anti-epileptic drugs (A.2.1) and difficulties with medication compliance (A.2.2) were also important issues. Are there any other causes that you think played a role? c.
Why did the seizures start when they did? d.
Is there something happening in your family, at work or in your social life that could explain the seizures? IMPACT ON LIFE a
How have your seizures changed the way you live? b.
How have your seizures changed the way you feel or think about yourself? c.
How have your seizures changed the way that others look at you? d.
What has helped you through this period in your life? (14) When they make you wait, after waiting for so long, they don't take the time to listen to you… I'm aware when someone wants to end the conversation. The neurologist wasn't interested in my case. She seemed to be overwhelmed with her work; she wasn't interested in me. She didn't care. She didn't care. ( (continued on next page)
Interactions with the health system
Another frequently mentioned topic concerned interactions with the Argentine health system. Everyone in Argentina, including immigrants and the unemployed, has access to a complete public health system, although specialist care assistance is not immediate and the system is underfunded (B.1.1). In addition to universal health care, employed people and their families have access to "obras sociales", a health system subsidized by taxes that theoretically has easier access to caregivers (B.1.2). The unemployed and people who work off the books, including 14 people in this sample, do not have access to this care. In addition to universal health care and "obras sociales", private health insurance is also available, although it is expensive. No one in this sample had private health insurance, but some paid out of pocket to see specialists in private practice (B.1.3).
Many patients received a monthly stipend and reduced costs for medications as part of a program for patients with chronic illnesses and disabilities in Argentina, similar to a disability allowance in other nations. Some patients reported difficulties in accessing these benefits (B.1.4).
Most of them reported how difficult it was to work through the system to find a specialist to identify and treat their illness (B.2.1). Because of this, eleven patients in our sample had travelled from neighbouring countries or different provinces to receive care in Buenos Aires (B.2.2).
Communication issues with providers were mentioned by several patients (B.2.3). One patient, Mariano, said that his neurologist's clear explanation helped him to understand better what was happening to him. In contrast, David stated that he did not understand his condition and that his doctor seemed to have neither the patience nor the intention to explain it. This made him feel frustrated and bewildered.
Interestingly, many patients reported that they also had sought care for their illness outside the conventional medical system (B.3). For example, a patient from Bolivia, Lidia, was taken by her mother to see more than fifteen traditional healers. She was diagnosed with "susto", a condition in that cultural context that suggests that the patient had endured a major "fright" (literal translation of "susto") and consequently lost her soul. The seizures were considered to be a consequence of such loss. Treatments with these specialists included consuming herbs, applying ointments, or performing rituals invoking deities or the soul of the patient. Three patients consulted with traditional healers before entering the conventional medical system. Most patients said that they did not believe in these traditional healers; if they had sought care from such a healer, they would have done so at the request of a family member.
Beliefs about the illness
Patients expressed a range of beliefs and emotions about their illness. Two of them said that epilepsy is "just an illness", a condition for which it was necessary only to take medication (C.1.1). Another patient said it was a defect to have epilepsy and felt ashamed. (C.1.2). Four patients believed it was unfair that they had this burden and felt angry (C.1.3). Noemí, for example, destroyed all her medical records, out of anger.
Patients had different hypotheses about the origin of their illness. Freq: Frequency of patients who referred to each subtheme.
Many had a biological explanatory model (C.2.1), and believed that epilepsy was caused by birth trauma, a punch to the head, or something hormonal. Others believed their seizures had a psychological origin (C.2.2), due to childhood trauma or "nervios", a local expression used to describe stress. Others related supernatural aspects to its causes (C.2.3). David said that his illness was a sign from God, protecting him from taking the wrong path in life. If he had not had epilepsy, he would have become a criminal, in his opinion. Estela thought she might have been possessed by an evil spirit. She did not understand the difference between her situation and someone who is possessed, because both situations were apparently the same. Lorena said that epilepsy was due to a curse put on her family by someone who was jealous. Other patients also referred to the loss of their soul due to intense fear -'susto'-or to the evil eye as possible explanations for the seizures onset.
Beliefs about how other people perceive them
Some patients believed that other people were prejudiced against them (D.1.). For example, Mariano said his neighbour called him "lazy" because he was not working; Lidia said that children called her "crazy". Patients believed they were a burden to the people around them (D.2), and some tried to reduce it. Many said their caregivers were overprotective (D.3), which led to a sense of dependency.
One recurrent theme involved whether to reveal their illness to others, particularly in social situations. Patients said they might decide to disclose their illness to minimise risky situations or to improve their care (D.4). Most subjects mentioned the importance of the support they received from their family and friends, both in terms of emotional support and concrete help in navigating the medical system (D.5).
Self-perception
Patients said they had to work hard to come to terms with and accept their illness (E.1). Accepting epilepsy as an illness influenced their decisions regarding disclosure to others and participation in activities. Many subjects said their illness gave them a sense of being different from others (E.2). Several mentioned that they were not living up to social expectations due to their illness (E.3). Some reported not feeling comfortable with their life achievements; for example, Noemí said that she feared she could not marry and have children; Juan said that he could not continue being a policeman, because officers are supposed to be healthy. Mariano said he was not living up to what is expected from him, since he cannot economically support his family. Many worried about their lack of independence and autonomy, and complained about not being able to take care of themselves (E.4). However, not all beliefs about the future were negative (E.5). David was hopeful about a cure for his illness: He looked forward to enjoying the "juice of life" and moving to a bigger city to have more opportunities.
Impact of the illness on their activities
Most of the subjects in this sample said they felt restricted in terms of work (F.1.1) and school (F.1.2). In fact, more than half had not completed secondary school, a requirement for many jobs, and reported difficulties in finding and maintaining employment. This impacted on their economic level and sense of autonomy. Patients also reported other restrictions, such as not being able to go swimming, ride a bike or go out with friends (F.1.3).
Seven patients said they had to organise their lives because of seizures (F.2). Interestingly, some monitored their seizure frequency and made decisions about daily activities based on the likelihood that they would have a seizure (F.2.1). Lidia, for example, said that she realized she had not had a seizure for some days, so she would not go out alone with her infant because it was likely that she would have a seizure that day.
Discussion
The goal of the present paper was to get patients' perspectives about epilepsy and the impact the illness has had on their lives. It is the first qualitative study carried out in Argentina on this topic. Besides, there are few studies on patients' perspectives about epilepsy with DRE worldwide. In this study, cultural and contextual variables -explanatory models, health-seeking behaviours-emerged and enriched the analysis.
Perhaps expectedly, many themes derived from the patients' interviews mapped onto the categories in the conceptual model developed by Kerr and colleagues [7] . For example, patients in Argentina also said that being a burden to others implies suffering for both the patient and others [28, 29] . They reported cognitive impairments, such as difficulties with memory and concentration, which prevented them from carrying out daily activities and generated interpersonal difficulties. Cognitive problems are frequent in PWE [30] and have a great impact on their quality of life. Nevertheless, there are few specific interventions on cognitive failure for these patients [31] .
Also coincidentally with other studies [32, 33] , some patients had positive expectations regarding their future. However, these expectations could clash with difficulties in accomplishing social expectations, such as fulfilling certain jobs or roles, and having a partner or children [34] . This can lead to a sense of loosing autonomy, since patients perceive that their possibilities of acting freely are reduced [7, 35] . These aspects might be related to the high rates of depression reported in patients with epilepsy [36] , including those with DRE [37] . This is important for developing specific psychosocial interventions for this population, which are scarce in Argentina.
Many patients in Argentina also reported internal and external barriers, perceived as restrictions in daily activities and as difficulties for getting and maintaining jobs. In Argentina this aspect should be moderated by the possibility of obtaining a disability pension. However, some patients reported difficulties in getting a disability certificate, a condition to obtain such pension. Besides, this benefit corresponds to natives or people with permanent residency in Argentina, so migrants, like some of the patients in this sample, would be left out. Moreover, foreigners may perceive other barriers, such as migration due to health reasons and cultural distance towards doctors. Since public health in Argentina is open to everyone who needs it, it is essential for health professionals to be aware of their patients' social realities and cultural variability.
Another aspect coincidental with Kerr's review is medication issues, both in terms of the difficulties in complying with the medication plan [28] and the side effects [38] . Patients also related the aforementioned issues to financial burden. Besides, they reported physical, cognitive and emotional consequences directly and indirectly related to seizures [39] , such as drowsiness, headaches, memory loss, burns and emotional reactions (acceptance, discomfort or anger), especially linked to their beliefs about epilepsy.
Moderating factors were also identified. Most patients emphasized that relatives, friends and physicians offered both moral and practical support. Many considered the health care system of Argentina superior to those of neighbouring countries. In addition, when doctors explained to them their condition clearly, the patients had a better understanding of it and a clearer idea of how to care for themselves. Conversely, patients were dissatisfied with doctors who did not appear to listen to their concerns or who did not give them a clear explanation about their illness. Other studies also have highlighted the impact of doctor-patient communication on the life of patients with epilepsy [40] [41] [42] , and that this could be improved with training and cultural competency.
Other topics had minor differences with those in Kerr's review. For instance, educational qualifications, reported mainly by children and adolescents [43] , also emerged in this sample where only adult patients were interviewed. Epidemiological studies assert that PWE have lower educational qualifications than people without epilepsy [44] , so this was expected to be a significant aspect, even in adult population.
Patients claimed to be treated differently from others due to their epileptic seizures. They also experienced prejudice and had difficulties in complying with social expectations. Unlike what was reported in other qualitative research [29, 32, 45] , patients in Argentina did not expressly say that their illness was a stigma. Stigma theory in epilepsy is controversial, and was critizised by medical anthropologists, given the passivity it ascribes to patients [46, 47] .
While losing control was a significant aspect in other studies [5, 39] , this was not explicitly reported in Argentina's sample, perhaps due to its charachteristics. Our population had a chronic refractory condition, whereas Velissaris' research was oriented towards newly diagnosed patients. Adjustment to illness might be a difference between newly and drug-resistant patients with epilepsy. Although the actual number of seizures might not be a major issue for patients, learning how to live a life with seizures might be [45] . Emphasizing how to organize one's life around unpredictable seizures may prove to be useful for psychosocial interventions [48, 49] .
Also, it would be interesting to analyse whether categories such as medication issues, external barriers and loss of control would be relevant in the same way for patients with well-controlled epilepsy in Argentina.
Driving was not a relevant issue in our population. Patients did not mention feeling restricted by not being able to drive, in comparison with more developed nations [32, 38, 50] , either because they can rely on public transportation or because they cannot afford a car.
In relation to the impact of conventional and traditional health care systems, almost half of the patients of our study had gone to healers before entering the conventional health system. Similarly, in Pakistan, Rhodes et al. [51] showed that many patients sought conventional medical care because traditional treatments were ineffective. Other patients may visit traditional healers instead of seeking conventional care for epilepsy. Medical professionals -especially those treating chronic conditions-need to know about the use of traditional medicines, since their preparations could interact with conventional medications [11] . Since traditional healers are more accessible than specialised epilepsy care in certain contexts, treatment by traditional medicine might be associated with delays in starting biomedical treatments [52] .
Also, patients' illness attributions were complex, interweaving in many cases biological, psychological, and supernatural aspects. Biological explanatory models were expected in this population, since they had been receiving care in conventional hospitals for several years. In addition, psychological explanations about epilepsy were common, which is consistent with other studies [6, 53] and with the cultural acceptance of psychological interventions in Argentina [54, 55] . Patients also reported supernatural causes for their epilepsy: a sign from God, the consequence of the loss of their soul, or the result of a curse from people close to them. These beliefs, and patients' decisions to seek care from traditional healers, suggest that for these patients, epilepsy is not just a neurological disease, but has to be seen in a cultural context [47] . Patients' attributions, beliefs and emotional responses to their conception of their illness may differ significantly from those of the specialists who treat them, and lead to misunderstandings. Being attentive to these differences might improve therapeutic alliance and improve care [56] [57] [58] [59] . Further reaserch must be done about explanatory models in this population, since it might be affecting health-care and their lives.
Differences in patients' belief systems about their illness appeared to contribute to their subsequent emotional and behavioural responses. In many patients, emotional responses differed according to their illness perceptions: those who thought that having epilepsy was something unfair felt ashamed or angry; those who believed that God was teaching them a lesson had positive responses. Consequently, these beliefs might impact on their self-perception, social expectations and self-esteem. Shallcross (2015) noted that illness perceptions are an important link between depression and quality of life in PWE. These beliefs are apparently related to a local context that might differ from the one in developed nations, so investigating this may enhance future studies of similar topics.
Limitations
The sample size, while small, is consistent with other works with similar methodology [35, 38, 60] .
Efforts were made to minimize biases in data analysis through peer debriefing and discussion regarding the original materials [61] . Future research should also consider additional steps, such as memberchecking [62] , to see if our interpretations coincide with their intentions.
The hospital context may affect the result of the interviews, interfering with the patients' openness to discuss beliefs about their illness, particularly with traditional explanations. Farmer [63] found that, in Ecuador, many PWE who sought care from traditional healers, did not disclose this to doctors. In our study, all the patients who reported having consulted traditional healers said they did not believe in them and had done so at the recommendation of an acquaintance. In a previous study, patients with non-epileptic seizures were also reluctant to share this information with the research team [64] . In another setting, these reports might have been different.
We did not consider the differences among types of epilepsy or psychopathological aspects. Also, the IQ standards might be broader, in order to include more subjects. In future studies, patients could be grouped according to seizure characteristics, localization of the epileptogenic zone or psychiatric comorbidities.
Conclusion
This paper offers information about Argentinian patients' perspectives on the impact of epilepsy. We relied mostly on the conceptual model proposed by Kerr et al. in their review of this topic in first world nations.
Our results suggest that many topics highlighted in other studies coincide with those mentioned as relevant in Argentina, such as illness characteristics, views of others and self-perception. Additional topics were also significant, such as the role of traditional healing in healthseeking behaviour and explanatory models of theillness. The use of traditional, non-conventional medicines is frequent, a fact that should be acknowledged by the conventional medical system to improve the doctor-patient relationship. Training in cultural issues should be recommended to conventional doctors. In addition, patients' explanatory models included biomedical, psychosocial, religious and folk beliefs, consistent with their health-seeking behaviours. These cultural beliefs about illness impact on how patients deal with their illness in practical terms and how they respond emotionally. In a multicultural context, it is important to understand these complex perspectives to develop appropriate psychosocial interventions.
